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ABSTRACT
Objectives This study investigates the information 
and policies that Canadian patient groups post on their 
publicly available websites about their relationships with 
pharmaceutical companies.
Design Cross- sectional study.
Setting Canadian national patient groups.
Participants Ninety- seven patient groups with publicly 
available websites.
Interventions Each patient group was contacted by email. 
Information from patient groups’ websites was collected 
about: total annual revenue for the latest fiscal year, year 
revenue was reported, revenue from pharmaceutical 
company donors, purpose of the donation, presence of 
donors’ logos on the website and hyperlinks to donors’ 
websites, previous and current employment information 
about board members and staff, external audits about the 
group’s finances and whether the group endorses products 
made by donors. Analysis of publicly available policies 
looking at: board and/or advisory board, acceptance 
of donations and revenue generation, independence of 
decision- making, endorsements, assistance to and/or 
interactions between patient members from a donor or 
another company/person acting on behalf of a donor and 
audits/monitoring/compliance.
Primary and secondary outcome measures Number of 
patient groups posting information on their websites about 
their relationships with pharmaceutical companies; the 
presence and contents of patient group policies covering 
different topics about relationships with pharmaceutical 
companies.
Results Fifty- three (54.6%) of 97 groups reported 
donations from pharmaceutical companies. Forty- one 
(42.3%) groups showed the logos of pharmaceutical 
companies on their websites and 22 (53.7%) had hyperlinks 
to pharmaceutical company websites. Twenty- five (25.8%) 
of these groups endorsed pharmaceutical products 
produced by brand- name companies that had donated to 
the groups. Twenty- six (26.8%) groups had policies that 
dealt with relationships with pharmaceutical companies.
Conclusions Pharmaceutical industry funding of the 
included patient groups was common. Despite this, 
relatively little information was provided on patient group 
websites about their relationships with pharmaceutical 
companies. Only 26 out of 97 groups had publicly available 
policies that directly dealt with their relationships with 
pharmaceutical companies.

INTRODUCTION
Patient groups serve an important func-
tion within the healthcare system for their 
members with a specific condition, providing 
information, education and support, contact 
with others facing the same health condition 
and assistance in navigating the healthcare 
system. Within this mandate, they often lobby 
Health Canada, the federal drug regulator, 
to approve new drugs and provincial govern-
ments for specific products to be funded for 
their membership.1 2

Since the Canadian federal government 
rolled back funding of patient groups in the 
mid- 1990s,3 groups have sought new sources 
of revenue. Many patient groups receive 
money from pharmaceutical companies. This 
source of revenue has created concerns about 
a conflict of interest (COI) between corporate 
sponsors with a vested interest in supporting 
product sales and the patient groups and 
the potential for groups to adopt positions 
that favour their funders. Some groups have 
lobbied provincial governments to have 
their sponsors’ drugs included on provincial 

Strengths and limitations of this study

 ► This is the first Canadian study to examine patient 
groups’ disclosure of their relationships with phar-
maceutical companies.

 ► National patient groups were identified from lists of 
groups registered to comment on national and pro-
vincial drug funding decisions.

 ► A novel data extraction form was developed based 
on previous surveys and was pilot tested and re-
vised based on comments from experts in the field.

 ► Our methodology could not distinguish between 
groups that failed to disclose industry funding and 
those that received no industry funding.

 ► Some national patient groups may not have been 
included because they lacked a website or were not 
registered to comment on drug funding decisions at 
the time our list was compiled.
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formularies.4 5 Patient groups are able to make submis-
sions to the Common Drug Review and the pan- Canadian 
Oncology Drug Review, both part of the Canadian Agency 
for Drugs and Technology in Health, about whether these 
agencies should recommend that provincial drug plans 
fund medications. Between 2013 and 2018, these evalua-
tions almost always supported funding the drug, whether 
the groups had a financial conflict with the company 
making the drug, a conflict with another company or no 
conflict with any company.6

In addition to the widespread concerns in health policy 
about pharmaceutical industry funding,7 financial trans-
parency is an important value in the non- profit sector, 
which depends heavily on donations, volunteer labour 
and public trust.7 8 Furthermore, non- profit organisations 
with registered charity status are indirectly subsidised by 
taxpayers and thus have a public responsibility to be open 
about their finances.

No study has systematically investigated how trans-
parent Canadian patient organisations that participate in 
drug funding assessments are about their relationships 
with the pharmaceutical industry and how they report 
financial information; for example, whether they report 
receiving donations from pharmaceutical companies, 
and whether they have policies to guide their relation-
ships with their pharmaceutical company donors. While 
there are other possible approaches to retrieving infor-
mation on these and related topics, notably disclosures 
from companies, if they exist,9–11 and interviews with 
patient group members,4 we focus on the information on 
groups’ publicly available websites. Unlike Australia and 
several European countries where industry self- regulation 
requires companies to disclose their funding to patient 
groups, in Canada only Ontario has passed such a law and 
it lies dormant under the current government.12 Websites 
are the most easily accessible source of information 
for interested parties and are the method most patient 
groups use to make their financial accounts available to 
the public.

Transparency in reporting is a first step to enabling 
all affected parties (patient group members, the medical 
community, governments, policymakers and funders) to 
assess the independence of groups from these funding 
sources and the objectivity of the information that they 
provide. In determining the transparency of Canadian 
patient groups, we adapted the survey methodology 
used by researchers in other jurisdictions13–18 to investi-
gate the transparency of how patient groups report their 
funding links generally and in particular with pharma-
ceutical companies. We assessed key information about 
the organisation: how much financial information 
patient groups post on their websites—specifically, infor-
mation about donations and the use of donations, the 
composition and employment histories of their boards 
and staff. Equally important, we examine whether the 
groups have COI policies to guide their interactions 
with companies.

METHODS
List of patient groups
In the absence of a single national list of Canadian 
patient groups that advocate on drug policies, on 22–23 
April 2019, we searched the websites of all provincial and 
territorial drug plans (online supplemental file 1) using 
the terms ‘registered’, ‘patient group’, ‘advocacy group’, 
‘patient engagement’ and ‘patient organization’ to see 
if they had a list of patient groups that provided input 
to their decision- making processes. Only Ontario and 
British Columbia (BC) had such lists: BC Pharmacare 
registers groups that may provide public input into its 
drug coverage review process (121 groups)19 and the 
Ontario Ministry of Health and Long- Term Care regis-
ters advocacy groups eligible to provide patient evidence 
submissions on drugs listed on the drug review schedule 
of the Ontario Public Drug Program (102 groups).20 
Additional sources for patient groups were those regis-
tered with the pan- Canadian Oncology Drug Review (44 
groups)21 and the membership of the Best Medicines 
Coalition, an alliance of patient advocates with a shared 
goal of gaining access to ‘safe and effective medicines that 
improve patient outcomes’ (27 groups).22 The decision to 
only include groups that were nationally based was made 
because of the limited resources available to our team.

We removed duplicates from our list and limited the 
groups to those that met the following criteria: Canadian, 
national in nature, self- identified as patient groups and 
had an active website that we could search for information.

Contacting patient groups
In addition to independently gathering information 
on patient groups’ websites, we contacted each patient 
group’s communication contact or equivalent by email in 
the week of 13 July 2020 to ensure that our data collection 
would not miss any publicly available, relevant documents 
that were on their websites. Online supplemental file 2 
provides a generic version of the email which was modi-
fied for each individual group. The nature of the study 
was explained including that we were collecting only 
publicly available information, that while groups would 
be identified no individuals in those groups would be 
named and that all the information we collected would 
be placed in a publicly available website. In the email, we 
asked for documents on their websites that would help 
us determine how transparent groups are with respect 
to their relationship with donors: (1) the organisation’s 
criteria for accepting funding; (2) the organisation’s 
position on how funds from acceptable sources are used; 
(3) the organisation’s financial affiliations and donors, 
the sum per annum that the organisation receives from 
those donors; and (4) the organisation’s board member-
ship including the names of the board members, employ-
ment information, and whether there are any current or 
former pharmaceutical industry employees on the board. 
(Revenue Canada does not require registered charitable 
organisations to submit audited financial statements, but 
organisations need to file annual reports that include 
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basic financial information along with a list of directors. 
These statements do not include the names of individual 
donors and the amount that they donated nor any back-
ground information about the directors.) If no response 
was received, a reminder email was sent out after 7 weeks. 
Any documents received were stored in a password- 
protected web- based site.

Construction of data collection tool
We initially identified research from our personal files 
and those of other experts on patient group relationships 
with industry and COI disclosure and developed a prelim-
inary data collection tool.13–18 This preliminary tool 
was then sent to five experts in the area (LB, AFB, QG, 
BJM, LP) and modified based on their comments. The 
resulting tool was then pilot tested by two authors (JL and 
AS) who independently abstracted information from five 
Australian patient groups. Results were compared and 
the tool was modified based on this pilot test. It was then 
converted into REDCap, a data management tool. The 
same two authors carried out a second pilot test, using 
five Canadian patient groups and modified the tool one 
final time.

Data extraction
Using the final version of our REDCap tool, between 
September 2020 and April 2021, we extracted the 
following information, if it was available, from the group’s 
website: total annual revenue for the latest fiscal year, 
year revenue was reported, revenue from pharmaceutical 
company donors, purpose of the donation, presence of 
donors’ logos on the website and hyperlinks to donors’ 
websites, previous and current employment information 
about board members and staff, external audits about the 
group’s finances and whether the group endorses prod-
ucts made by donors (online supplemental file 3).

We also examined websites for the presence of COI poli-
cies, codes and guidelines (collectively referred to as poli-
cies) that covered one or more of the following a priori 
defined content areas: board and/or advisory board, 
acceptance of donations and revenue generation, inde-
pendence of decision- making, endorsements, assistance 
to and/or interactions between patient members from a 
donor or another company/person acting on behalf of 
a donor and audits/monitoring/compliance. Any policy 
potentially related to relationships with industry donors 
was collected and assessed for relevancy; only those 
policies covering one or more of the issues listed above 
were included in the analysis. If a policy was available, 
we recorded whether specific information was present 
or absent, however, we did not evaluate the strength of 
the policy (online supplemental file 4). To be eligible, 
the document had to be explicitly identified as a policy. 
By- laws and legal documents were excluded.

All four authors independently extracted informa-
tion from the websites of 23–24 different patient groups 
and each author did a secondary review of five addi-
tional websites. Groups of two authors compared their 

evaluations for these five to ensure uniform extraction 
and then compared information in the collection tool for 
one out of every five of the remaining groups. Differences 
were resolved by consensus and if consensus could not be 
reached, a third author made the final decision.

Best Medicines Coalition (BMC) has a Code of Conduct 
Regarding Funding23 that applies to all its member groups. 
Consistent with our goal of examining only publicly avail-
able information, we considered the code applicable to 
a group if it was posted on the group’s website or if the 
website had a hyperlink to the code. Similarly, if groups 
hyperlinked to other codes or policies, such as the Cana-
dian Consensus Framework for Ethical Collaboration,24 
we also considered those codes or policies as applicable 
to the group. If a group indicated on its website that a 
code or policy was available on request, but the policy was 
unavailable otherwise, we did not include it.

Data analysis
We only report descriptive data in the form of the number 
and per cent of groups with the different types of infor-
mation on their websites and with policies covering the 
different aspects of relationships with pharmaceutical 
companies. To report our results, we anonymised groups 
but their names, not linked to their responses, are avail-
able in online supplemental file 5.

Patient and public involvement
Patient groups were contacted for information about their 
relationships with pharmaceutical companies. There was 
no other patient or public involvement in this study.

RESULTS
We initially identified 100 different groups that met our 
inclusion criteria and contacted all 100 by email, but 
during the study two groups merged and the websites 
of two other groups disappeared leaving a sample of 
97 groups (figure 1; online supplemental file 5). Eight 
groups provided policies in response to our request, all 
of which were publicly available on their websites except 
one that was publicly available on request from the group 
(we did not request that policy as we wanted to only 
analyse policies that were available on websites). Fifteen 
groups responded but did not provide policies, 14 addi-
tional groups specifically stated that they did not want to 
be involved in the project and 60 groups did not reply.

Between the material that patient groups sent us 
directly and those we sourced from the groups’ websites, 
we collected 846 pieces of material (financial statements, 
documents, policies, codes, reports) for analysis, with a 
median of 6.0 pieces per group (IQR 2.5–10.5) (online 
supplemental file 5).

Information on patient group websites
Fifty- three (54.6%) of 97 groups reported donations from 
pharmaceutical companies. The remainder may have 
received donations and not reported them or did not 
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receive any donations. Only 1 (1.9%) of those 53 groups 
(1.0% of all 97 groups) gave the total amount—$516 000 
(1.0%) out of total revenue of $54.1 million—that it 
received from pharmaceutical companies. None of the 
other groups reported the per cent of its total revenue 
from companies. Nine (9.3%) of the 97 groups gave dollar 
ranges for donations, 17 (17.5%) gave the total value 
of donations from all sources but none gave the exact 
amount of any single donation, and 8 (8.2%) broke dona-
tions down into separate categories (for example, corpo-
rate, foundations, individuals). Four (4.2%) disclosed the 
purpose of donations.

Fifty- one (52.6%) of 97 groups displayed the logos 
of their donors on the groups’ websites, including 
41 (42.3%) that showed the logos of pharmaceutical 
companies. Thirty- one (60.8% of those displaying logos) 
provided a hyperlink to their donors’ websites (table 1), 
including 20 (48.8%) groups that had hyperlinks to phar-
maceutical company websites. Sixty- seven (69.1%) groups 
did not endorse any products, while 30 (30.9%) endorsed 
specific products made by their donors, for example, 
by expressing approval for their funding or availability, 
including 25 (25.8%) groups that endorsed pharmaceu-
tical products produced by pharmaceutical companies 
that had donated to the groups. Twenty- eight patient 
groups’ websites did not contain any of the items listed 
in table 1 and the median number of items was 3.0 (IQR 
0.0–5.0) (online supplemental file 6).

Fifty- three (54.6%) groups had a brief synopsis about 
their board members but only six (6.2%) had detailed 
employment histories. Seventeen groups (17.5%) 
reported that board members had current or past employ-
ment with a pharmaceutical company. Four (4.1%) 
groups gave pharmaceutical industry employment histo-
ries about their staff (table 2). Online supplemental file 7 
shows the reporting pattern by individual patient groups.

No groups had external (or internal) audited reports 
about their activities aside from financial statements, for Ta
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Figure 1 Selection of patient groups.
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example, whether they followed their policies regarding 
industry donations or how these donations were used.

Patient group policies
Twenty- six (26.8%) groups had publicly available poli-
cies on their websites that dealt with relations with 
pharmaceutical companies (table 3), including 9 of the 
20 members of BMC that were part of our sample. (In 
discussing the contents of those policies, we refer to the 
per cent of groups with policies and not the per cent of 
all groups). None of the members of BMC referred to the 
BMC Code on their website. Policies on seven separate 
topics were related to patient group–company relation-
ships: composition and authority of the board, acceptance 
of donations and revenue generation, independence of 
decision- making, endorsements, material assistance to 
patient group members by a donor, other interactions 
between patient members of the group and a donor, and 
independent monitoring of activities and compliance 
with policies. The topic most frequently mentioned was 
acceptance of donations and revenue generation (16 
(61.5%) of the 26 groups) and the least covered topic was 
independent audits of finances, monitoring of activities 
and compliance with policies audits (5 (19.2%) groups). 
The median number of topics covered per group with 
policies was 4 (IQR 2–6).

Table 4 provides details about how many of the 26 
groups with publicly available policies regulated indi-
vidual aspects of each of the seven topics referred to 
above. However, here we do report on all aspects of each 
topic. For example, ‘Composition and authority of board’ 
asked whether the policy covered five different aspects of 
the relationship, but in table 4 we only present numbers 
for two of these aspects. Neither of the three groups that 
have policies covering employment of board members 
required their current or previous employment to be 
made public on the group’s website. One group prohib-
ited people who currently or previously worked for any 
donor from being on the board, while two allowed this.

Sixteen (61.5%) of the 26 groups had policies about all 
donations, but only six (23.1%) of these policies stated 
that the source of donations had to be made public and 
no group required public reporting of the amount of 
donations. Similarly, no group required that the purpose 
of donations be publicly disclosed. Five (19.2%) groups 
did not allow donations to be tied to a donor- initiated 

project and five (19.2%) groups did allow this type of 
donation.

Thirteen (50%) groups had policies that covered group 
independence and all stated that the group had total 
independence in decision- making. However, only two 
(7.7%) groups dealt with whether donors are allowed to 
directly organise seminars, lectures, projects or meetings 
(one permitted such activities, the other did not).

The policies of 14 (53.8%) groups covered endorse-
ments and the display of donors’ names and logos. Four 
(15.4%) groups did allow and four (15.4%) did not allow 
the name and/or logo of donors to be listed on their 
websites except to identify the donor and the amount of 
money that the donor gave. Eleven (42.3%) groups did 
not allow endorsements of products and/or companies 
while three (11.5%) did. Four (15.4%) groups allowed 
hyperlinks to donors’ websites.

Eight (30.8%) groups had policies that regulated mate-
rial assistance to patient group members by a donor and 
six (23.1%) groups had policies on other types of interac-
tions between patient members of the group and donor. 
In the case of the former, one (3.8%) group allowed 
donors to directly pay for conference travel and accom-
modation for group representatives and participants, 
and two (7.7%) of the 26 groups had policies covering 
whether donors were allowed to directly pay staff salary 
or provide staff support for the group (1=yes, 1=no). In 
the case of the latter, two (7.7%) groups did, and two 
(7.7%) groups did not allow donors to provide informa-
tion to patient members of the group about products the 
donor manufactures and two (7.7%) groups controlled 
whether donors were allowed to access membership data 
or membership lists (1=yes, 1=no).

Three (11.5%) groups mentioned that there was no moni-
toring of compliance with the group’s policies, while two 
(7.7%) groups had policies about actions that could be taken 
if the group was not compliant with its policies (1=action 
would be taken, 1=no action would be taken). Two (7.7%) 
groups mentioned whether there was an audit of the activi-
ties on which donor money had been spent (1=audit, 1=no 
audit).

DISCUSSION
In general, we found that pharmaceutical industry 
funding of the included patient groups was frequent, 

Table 2 Number of 97 patient groups (per cent) reporting employment information about board members and staff on their 
websites

Board members Staff

General employment history
Pharmaceutical industry 
employment history reported

Pharmaceutical employment 
history reported

None* Brief synopsis Detailed† No Yes No* Yes

38 (39.2) 53 (54.6) 6 (6.2) 80 (82.5) 17 (17.5) 93 (95.9) 4 (4.1)

*Board members (staff) not named or no information about employment history.
†For example, year ranges with position, job title, employer.
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Table 4 Topics of relationships with pharmaceutical companies covered by policies on websites of 26 patient groups

Particular topic of relationship covered by policy
Number of groups with 
policy mentioning topic

Policy positive 
about topic

Policy not positive 
about topic

Composition and authority of board

Current or previous employment of board members should 
be made public

0 0 0

Board membership allowed for people who currently or 
previously worked for a donor

3 2 1

Acceptance of donations and revenue generation

Source of donations should be made public 6 6 0

Amount of donations should be made public 0 0 0

Purpose of donations should be made public 0 0 0

Donations can be tied to donor- initiated project 10 5 5

Donations require approval by board or executive director 11 5 6

Independence of decision- making

Group has total independence in decision- making 13 13 0

Donors allowed to directly organise seminars, lectures, 
projects or meetings

2 1 1

Endorsements

Names of donors and/or their logos can be displayed on 
group’s website except to identify donor and amount of 
money donated

8 4 4

Endorsements of products and/or companies allowed 14 3 11

Hyperlinks to donors’ websites allowed 4 4 0

Patient group can directly or indirectly cooperate with 
companies in lobbying, testifying, addressing legislators, 
regulators, or policymakers, writing articles or policy briefs, 
etc

7 4 3

Material assistance to patient group members by a donor

Donor allowed to directly pay for conference travel and 
accommodation for group representatives and participants

1 1 0

Donor allowed to directly pay staff salary or provide staff 
support for group

2 1 1

Other interactions between patient members of group and donor

Donor allowed to provide information to patient members 
of group about products donor makes

4 2 2

Donor allowed to access membership data or membership 
lists

2 1 1

Donor allowed to provide patient group members with 
advocacy materials

3 1 2

Donor allowed to provide gifts of non- educational value to 
patient group members

1 0 1

Donor allowed to provide information to patient group 
members about policies or positions adopted or suggested 
by the donor

1 0 1

Independent monitoring of activities and compliance with policies

Monitoring of compliance with group’s policies 3 0 3

Actions if group is not compliant with its policies 2 1 1

Audit of what activities donor money has been spent on 2 1 1

Public availability of results of audits, monitoring, 
compliance

2 0 2
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with over half (54.6%) publicly declaring on their 
websites that they had received donations from compa-
nies in this sector. Despite this, relatively little informa-
tion was provided on patient group websites about their 
relationships with pharmaceutical companies. Only a 
single group reported the total amount of revenue from 
this source, none gave the exact amount from individual 
donors and only eight groups stated the purpose of the 
donations. The employment history of people on patient 
group boards was typically not given, making it impossible 
to determine if they had a history of working for a phar-
maceutical company. Similarly, only four groups provided 
employment histories of their staff.

On the other hand, some practices were common. Over 
40% of the groups (41 out of 97) displayed the logos 
of pharmaceutical company donors on their websites 
including 22 groups that hyperlinked to pharmaceu-
tical company websites. The use of logos is ambiguous 
and could be interpreted as transparency; alternatively, 
the image of logos on a site could be interpreted as 
promotion for the company in question, especially if a 
link brings a patient to the company’s web page, which 
might contain information about a new treatment for the 
patient’s condition.

Collectively, our observations can be seen as an indica-
tion that groups are not committed to being transparent 
about their relationships with pharmaceutical companies 
and/or are too closely tied to those companies.

That message about relationships is reinforced in our 
observation that only 26 out of 97 groups had publicly 
available policies on their websites that directly dealt 
with their relationships with pharmaceutical companies. 
Even when groups did have such policies, those policies 
often did not cover key aspects of these relationships. For 
example, only half of the 26 policies stated that the group 
had complete independence of decision- making and no 
group’s policy covered current or previous employment 
of board members. Worryingly, an even smaller minority 
of groups had policies that dealt with topics such as mate-
rial assistance to patient group members by a donor (2 of 
26 policies) and having independent monitoring of activ-
ities and compliance with policies (3 of 26 policies).

On the one hand, our results show that in the absence 
of publicly available policies, most groups do not make 
key information public about relationships with pharma-
ceutical companies including the purpose of donations 
that they received. But our findings also suggest that, in 
practice, some groups may follow unwritten policies. For 
example, although product endorsements were only dealt 
with in 14 policies, 67 groups did not have any product 
endorsements on their websites.

With some variations, our findings are broadly in line 
with studies from other countries that analysed infor-
mation and policies on patient group websites. Ball and 
colleagues studied patient organisations in Australia, 
Canada, South Africa, the UK and the USA. Corporate 
donations were acknowledged in only 7 out of 37 annual 
reports and none of the groups gave enough information 

to show the proportion of their funding coming from 
pharmaceutical companies;13 our results found even fewer 
groups gave enough information (1 out of 97 groups). 
In another study, 36 (52.9%) out of 68 Australian groups 
that received industry funding disclosed the use that they 
made of the money,25 whereas only 4.2% did so in our 
study. Three out of 157 Italian patient and consumer 
groups (6%) reported the amount of funding from phar-
maceutical companies, 25 (54%) reported the activities 
funded but none reported the proportion of income 
derived from drug companies.26 None of 24 American 
dermatology organisations reported the exact amount 
or use of donations.17 A systematic review that included 
five studies that examined patient groups’ websites found 
that a median of 75% reported receiving funding from 
pharmaceutical companies9 compared with 54.6% in our 
study. Another nine studies in the review reported that 
between 0% and 50% of groups disclosed the amount 
of funding that they received, between 0% and 6% of 
groups reported the proportion of their budget coming 
from company funding, and a median of 22% organisa-
tions reported on how the funding was used.

In the international study of patient groups by Ball and 
colleagues, one- third of websites showed one or more 
company logos and/or had links to websites of pharma-
ceutical companies13 compared with 22.7% (22 of 97 
groups) in our study. Forty- nine out of 133 Australian 
groups had company logos, web links or advertisements 
on their websites and six had board members that were 
currently or previously employed by pharmaceutical 
companies.25 Among members of the US National Health 
Council,27 24 of 47 patient advocacy organisations had 
policies that addressed institutional COI,28 while less than 
one- fifth of Australian groups had publicly available poli-
cies on corporate sponsorship.25 In a systematic review, 
the prevalence estimates of organisational policies that 
govern corporate sponsorship ranged from 2% to 64%.29 
In our case, 16.5% of groups had policies about dona-
tions and revenue generation.

The fact that results from multiple jurisdictions span-
ning the period of time from 2003 to 2021 are so similar 
speaks to a number of issues. First, it indicates how perva-
sive the relationships between patient groups and the 
pharmaceutical industry are. Second, it demonstrates that 
the lack of patient groups’ policies governing this relation-
ship is widespread and that patient groups, wherever they 
are located, do not see this absence as a problem. Finally, 
the persistence of the results shows that challenges to the 
status quo have not produced any substantial movement 
in the behaviour of patient groups.

Limitations
As Canada has no centralised database of industry 
funding of patient groups, we relied on information 
reported on groups’ websites about their pharmaceutical 
industry funding and we had no way of verifying the accu-
racy of the information. It is difficult to know what time 
spans patient groups consider as relevant when disclosing 
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funding. Some groups may disclose corporate funding 
in the current fiscal year; others may include only the 
previous year, and some may include more years. Some 
groups may have steady corporate income from the 
same sources, whereas others may only receive intermit-
tent donations from different companies. We identified 
patient groups to include in our study based primarily 
on whether they were national and provided advice 
to government institutions about funding new drugs. 
However, this may constitute a biased sample of Canadian 
patient groups and other groups may differ in terms of 
which information is made public and the extent of their 
policies. We only looked at whether policies existed for 
certain topics and did not evaluate the strength of the 
policies. Other documents may have covered areas that 
were of interest to us, but if these documents were not 
identified as policies, we may have missed them. Only 37 
of the 97 groups that we contacted by email responded 
and out of those, only 8 sent us publicly available policies. 
Some websites were quite complex and the location of 
information varied from one organisation to another; in 
addition, we may have missed policies on the websites of 
groups that did not respond or did not send us material. 
Some groups may have had non- publicly available poli-
cies on relevant topics and those would not have been 
included. Finally, we asked groups about their policies 
in 2019 and started collecting information from their 
websites in September 2020. It is possible that some 
groups subsequently updated their websites or policies, 
although we verified that the information was current to 
April 2021.

CONCLUSION
In the past few decades, patient groups in Canada have 
evolved rapidly to play a consequential policy role in the 
Common Drug Review, pan- Canadian Oncology Drug 
Review, Quebec’s Institut national d’excellence en santé 
et en services sociaux, and other provincial and territo-
rial drug programmes that decide which drugs will be 
included on drug formularies. By speaking from patients’ 
experience, groups can add to our understanding of 
patients’ needs and suggest useful system changes, 
including in drug policy. However, groups with funding 
from the very companies whose drugs are under review 
may be influenced by their industry sponsors uncon-
sciously,30 through a complex process of corrupted knowl-
edge systems,31 or through a transactional system of ‘asset 
exchange’.32 While transparency does not protect a group 
against such influence, openness about funding sources 
is a basic ethical responsibility in science, in democratic 
systems of governance and in non- profit organisations. 
Internationally, websites are the most common means of 
information disclosure in non- profit organisations, but 
they are recognised as inadequate to meet the standards 
of accountability the sector requires.8

Other than the law governing charitable organisations 
based in Canada, which makes few requirements for 

public reporting of corporate donations and specifically 
does not require organisations to declare the names of 
individual donors or the amount of the donations, patient 
groups are not answerable to any national regulatory 
or governing body. It is left to the groups themselves to 
decide what information they will reveal on their websites 
about corporate donations and whether they develop 
policies to guide their interactions with their donors. Our 
study found that most groups had no explicit publicly 
available policies guiding these interactions and that in 
general very limited information is disclosed.

The inconsistencies we discovered are not surprising 
given the absence of external requirements and the varied 
histories, mandates and resources of the groups them-
selves. Each group exists to serve its particular patient 
constituency, not the public at large, and the absence of 
requirements for public accountability is not the fault of 
the organisations. A few groups have taken the initiative 
to adopt strong transparency policies in their relations 
with the pharmaceutical industry and we applaud the 
example they set.

Patient groups have an important role to play in the 
healthcare system as a voice for their membership. 
However, they need to act, and be seen to act, as inde-
pendent voices for patients. Whether this is possible 
while engaged in relationships with the pharmaceutical 
industry is a question of active debate;33 we agree with 
analysts who would have patient groups decrease, and 
ultimately end, their dependence on industry funding.34 
Unfortunately, while governments in Canada actively 
seek to engage patient groups in their policy processes, 
they do not provide them with funding to support 
these activities.3 35 Those groups that have relationships 
with industry need to adopt a much more transparent 
approach to reporting on their relationships with these 
companies and to develop policies that clearly define the 
extent of those relationships. We recommend as a first 
step to achieving this goal, that groups convene a series of 
regional and national workshops, similar to one recently 
held in Australia, to develop independent guidance for 
groups looking for assistance in enacting sponsorship 
policies.36
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